The Patient Dignity Inventory: just another evaluation tool? Experiences with advanced cancer patients. by Rullán, M. (María) et al.
The Patient Dignity Inventory: Just another
evaluation tool? Experiences with advanced
cancer patients
MARI´A RULLA´N, M.D.,1,2 MARI´A ARANTZAMENDI, R.N., PH.D.,1,3
ANA CARVAJAL, R.N., PH.D.,1,3,4 MARINA MARTI´NEZ, B.PSYCH., PH.D.,1,3,5
AMAIA SAENZ DE ORMIJANA, R.N.,6 AND CARLOS CENTENOQ1 , M.D., PH.D.1,3,5
1Programa de Investigacio´n ATLANTES, Instituto Cultura y Sociedad, Universidad de Navarra, Pamplona, Espan˜a
2Servicio de Aparato Digestivo, Complejo Hospitalario de Navarra, Pamplona, Espan˜a
3A´rea de Oncologı´a y Hematologı´a, Grupo de Medicina Paliativa, Instituto de Investigacio´n Sanitaria de Navarra,
Pamplona, Espan˜a
4Departamento de la Persona Adulta, Universidad de Navarra, Facultad de Enfermerı´a, Pamplona, Espan˜a
5Departamento de Medicina Paliativa, Clı´nica Universidad de Navarra, Pamplona, Espan˜a
6Osakidetza, Direccio´n de Integracio´n Asistencial de la Organizacio´n Sanitaria Integrada Araba, Paı´s Vasco, Espan˜a
(RECEIVED February 7, 2017; ACCEPTED May 15, 2017)
ABSTRACT
Objective: The Patient Dignity Inventory (PDI) evaluates sources of distress related to the
feeling of loss of dignity and was designed for patients at the end of life. The aim of the present
work was to generate a better understanding of the experiences of healthcare staff when using
the PDI.
Method: An exploratory qualitative study is presented about the experience of 4 professionals
who applied the PDI to 124 advanced-cancer patients. Our study consisted of an analysis of their
experiences, taken from information generated in a focus group. A thematic analysis was
performed on the information generated at that meeting by two researchers working
independently.
Results: The initial experiences with the PDI on the part of the professionals led them to
systematically administer the questionnaire as part of an interview instead of having patients
fill it out themselves in written form. What started out as an evaluation very often led to a
profound conversation on the meaning of life, dignity, and other sensitive, key issues related to
the process of the illness.
Significance of results: The PDI has intrinsic therapeutic value and is useful in clinical
practice, and it is also a way of examining issues related to dignity and the meaning of life within
the context of advanced-stage illness. There is a need for studies that examine patient
experiences through a PDI-based interview.
KEYWORDS: Palliative care, Qualitative research, Dignity therapy, Patient Dignity
Inventory, Healthcare professionals
INTRODUCTION
The advanced stage of incurable disease processes af-
fects the perception or feeling of dignity that a patient
holds about themselves (Chochinov, 2007; Chochinov
et al., 2002a; Hack et al., 2004). There are some tools
available to identify existential distress in such pa-
tients (Newell et al., 2002; Alesi et al., 2015; Benito
et al., 2014). In recent years, new psychological inter-
ventions have been put forward for these patients, in-
cluding methods of seeking meaning and reinforcing
the patient’s sense of dignity (Chochinov et al., 2002b;
Breitbart et al., 2015).
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The Patient Dignity Inventory (PDI) was developed
in 2008 by a Canadian psychiatrist, Dr. Harvey Cho-
chinov, based on earlier research into the factors that
affect the perception of dignity in illness, including de-
pendence, symptomatic load, and a feeling of lack of
purpose or meaning. The tool put forward by that au-
thor was made up of 25 items in 5 groups (Table 1):
symptom distress, existential distress, dependency,
peace of mind, and social support (Chochinov et al.,
2008; 2012). The original version of the PDI was writ-
ten and validated in English. It was later translated to
and validated in Italian, German, and Persian (Abbas-
zadehet al., 2015; Ripamonti etal., 2012; Sautieret al.,
2014).
Our group conducted a study on the translation,
cultural adaptation, and validation of the Spanish
version of the PDI, which was published recently
(Rulla´n et al., 2015). The resulting version displayed
excellent validity along with high internal consis-
tency (Cronbach’s a ¼ 0.89). Moreover, in the sample
studied, there was a high correlation between poor
dignity perception and emotional distress (r ¼ 0.8),
measured on the Hospital Anxiety and Depression
Scale (HADS). We also found a high correlation be-
tween high PDI scores and symptomatic load, mea-
sured using the Edmonton Symptom Assessment
Scale (ESAS) (r ¼ 0–7) (Carvajal et al., 2011).
Nevertheless, there was a lower correlation between
the PDI and existential well-being (r ¼ –0.4) mea-
sured on the Spirituality Subscale of the Functional
Assessment of Chronic Illness Therapy questionnaire
(FACIT–Sp). Despite this, the data suggest a group of
patients with a high degree of satisfaction as regards
spiritual needs. It was concluded that the Spanish
version was appropriate for evaluating dignity-re-
lated distress in our setting and especially useful in
the initial evaluation prior to implementing mea-
sures in favor of emotional and existential support.
The validation process was conducted for a group
of 124 advanced-stage outpatients and inpatients at-
tended to at the Clinica Universidad de Navarra. The
patients were given the opportunity to complete the
PDI alone or with professional help (having ques-
tions read out loud). The majority asked to have the
questions read to them (96%). When applying the
PDI, evaluators noticed that it led to open conversa-
tions and that patients opened up to them about im-
portant and sensitive aspects of their lives, which
they responded to, without necessarily intervening,
using assertiveness and active listening techniques,
as determined beforehand. Their only intervention
was to take note of the remarks as they were made,
but after seeing the consistency of similar reactions,
a decision was made to carry out the study with the
Table 1. Patient Dignity Inventory
For each item, please indicate how much of a problem or concern these have been for you within the last few days:
1. Not being able to carry out tasks associated with daily living (e.g., washing myself, getting dressed). 1 2 3 4 5
2. Not being able to attend to my bodily functions independently (e.g., needing assistance with
toileting-related activities).
1 2 3 4 5
3. Experiencing physically distressing symptoms (such as pain, shortness of breath, and nausea). 1 2 3 4 5
4. Feeling that how I look to others has changed significantly. 1 2 3 4 5
5. Feeling depressed. 1 2 3 4 5
6. Feeling anxious. 1 2 3 4 5
7. Feeling uncertain about my illness and treatment. 1 2 3 4 5
8. Worrying about my future. 1 2 3 4 5
9. Not being able to think clearly. 1 2 3 4 5
10. Not being able to continue with my usual routines. 1 2 3 4 5
11. Feeling like I am no longer who I was. 1 2 3 4 5
12. Not feeling worthwhile or valued. 1 2 3 4 5
13. Not being able to carry out important roles (e.g., spouse, parent). 1 2 3 4 5
14. Feeling that life no longer has meaning or purpose. 1 2 3 4 5
15. Feeling that I have not made a meaningful and lasting contribution during my lifetime. 1 2 3 4 5
16. Feeling I have “unfinished business” (e.g., things left unsaid, or incomplete). 1 2 3 4 5
17. Concern that my spiritual life is not meaningful. 1 2 3 4 5
18. Feeling that I am a burden to others. 1 2 3 4 5
19. Feeling that I don’t have control over my life. 1 2 3 4 5
20. Feeling that my illness and care needs have reduced my privacy. 1 2 3 4 5
21. Not feeling supported by my community of friends and family. 1 2 3 4 5
22. Not feeling supported by my healthcare providers. 1 2 3 4 5
23. Feeling like I am no longer able to mentally “fight” the challenges of my illness. 1 2 3 4 5
24. Not being able to accept the way things are. 1 2 3 4 5
25. Not being treated with respect or understanding by others. 1 2 3 4 5



















































































































goal of generating a closer understanding of profes-
sional experiences when using the PDI, taking into
account both the application of this new tool and
the reaction it provoked, by asking direct questions
related to dignity and to the way in which ad-
vanced-cancer patients dealt with their illness.
METHODS
Type of Study
An exploratory study based on the use of qualitative
methods.
Research Context
Our study forms part of a larger project that includes
translation and validation of the PDI (Rulla´n et al.,
2015) and that was approved by the research ethics
committee at the University of Navarre. One month
after finishing the PDI validation process, the experi-
ences of healthcare professionals using the PDI were
examined, this making up the central hub of this ar-
ticle. Professionals acquired experience in using the
PDI, having applied it 155 times to 124 advanced-
stage cancer patients.
Data Collection
To gain an insight into the experience of the profes-
sionals, a focus group was held, understanding this
to be a small group discussion around topics that
the interviewer raised (Morgan, 1998). It was con-
ducted with the participation of four members of
the palliative care team, within the context of the
tool-validation study, who had previously used the
PDI: a psychologist (MM), a physician (CC), a re-
search nurse (AC), and a medical student (MR). All
were invited to take part to discuss their experiences
of applying the PDI.
The meeting was held following the guidelines set
up earlier, with open questions on (1) practical issues
with administering the questionnaire; (2) impres-
sions about the reactions of patients and his or her
caregivers, or family members, to items on the ques-
tionnaire; and (3) professional reflections on using
the tool.
The focus group was carried out by someone from
outside the team and lasted 110 minutes. An audio-
tape was made, and the group was held outside the
hospital in a calm, relaxed atmosphere, in an attempt
to give the meeting a more reflexive feel.
Analysis
A literal transcription of the focus group was taken,
identifying participants using initials (M: student,
P: psychologist, E: nurse, C: doctor). Two researchers
then independently carried out a thematic analysis
of the text, following Burnard et al.’s (2008) instruc-
tions. They did not follow predetermined categories,
resulting in a basically inductive approach.
Rigor
Independent text analysis by two researchers meant
that triangulation between researchers was an ele-
ment of rigor in our study.
RESULTS
Three main principles were identified in our analy-
sis: (1) the relevance of the process of introducing
the evaluation; (2) the process of applying the PDI;
and (3) the contribution of the format and way of ap-
plying the questionnaire and the repercussions of ap-
plying the PDI on the patient, on their relatives, on
the researcher and other professionals.
The Relevance of the Process of Introducing
the PDI
The professionals taking part identified two relevant
aspects in their experience of introducing the tool to
patients: the “challenges” involved in using the
term “dignity” when introducing the tool and the pro-
fessional’s authentic attitude and communicative
abilities from that initial moment. The professionals
felt that using the PDI was a learning process, which
led them away from the strict use of the term and to-
ward the search for other forms of introducing the
questionnaire. To be precise, the professionals men-
tioned a change in terms used when presenting the
questionnaire to the patient. The scale was initially
referred to as the “Patient Dignity Inventory,” with
explicit use of the term “dignity.” On seeing that “dig-
nity” was interpreted in an abstract and confused
way, the professionals decided to explain the scale
by saying that it was intended to discuss profound is-
sues related to the illness and to the patient:
What we said was, let’s not talk about dignity—not
even Chochinov talks about dignity. We’re going to
speak about what effect the illness has had on im-
portant aspects of her life. (C) (all agree)
The professionals considered that when explaining
and applying the PDI it is important to keep in
mind that it involves many profound aspects and ar-
eas of the patient’s life. They refer to the need for an
authentic attitude and communicative skills in order
to properly apply the PDI and for the patient to un-
derstand that the PDI discusses profound issues,
and that they should feel comfortable:


















































































































I believe that until they actually do it [the PDI],
they do not know what is being offered, and to do
it they need a minimum standard of communica-
tion skills. Being prepared and with a minimum
degree of confidence. (E)
I believe that it is what helped me most, being my-
self . . . not thinking about going into the room as an
expert on this, going in as one is . . . the patient was
more the center of attention and spoke more. (M)
The Process of Applying the PDI
From the point of view of the professionals, applying
the PDI includes a learning process that starts with
the discovery of key aspects in the structure and for-
mat of the PDI, to the point of assuming the role of
therapist when using the tool.
As regards the content of the scale, although pro-
fessionals were already acquainted with it, applying
it made them conscious of the importance of the
structure. They a priori had not placed importance
on that fact, but the more they used it, they more
they tended to positively evaluate the fact that the
tool starts off by tackling lighter aspects related to
physical aspects and then goes on to deal with issues
of greater depth or transcendence, such as dignity-re-
lated distress. The scale of the depth of the issues
raised was perceived positively. They also felt that
the PDI gave a holistic evaluation of the patient:
I think that the questionnaire has its order. I had
the feeling that at first it is more simple and that
it starts preparing the patient for you, and later
on, after 12 . . . I no longer feel that I am the person
I used to be. Other questions begin which are more
profound, aren’t they? I feel that I am worthless. I
feel such and such. (P)
On the other hand, when asking the seven questions
from the questionnaire which appear in a negative
form, professionals felt some misgivings when admin-
istering the PDI. Therefore, they tried to play down
what was seen as a barrier, using a softer tone of voice
and “prompts” to softennegative-sounding terms,help-
ing the patient to reflect and not get stuck on the ques-
tion at hand. However, they considered that this
negative form was something helpful for patients:
Everything felt negative. I think that it could be
different but . . . doing it like that also makes the
patient think more, perhaps. That means, maybe
it is more important because he has to make the ef-
fort [. . .] If you ask him [whether] he feels that his
life has no meaning, he has to make an effort to
look and say, “Yes, it has.” (M)
The original idea, as planned, was for self-adminis-
tration of the PDI, but the professionals discovered
that most patients preferred to have it read to them.
Only one patient wanted to fill it out himself, and
that was a young man who said he wished do the
PDI to “contribute to research.” The rest of the patients
took the option of doing it as part of a conversation:
The profile of the patient who preferred to complete
the questionnaire by themselves was a younger pa-
tient who preferred not to open up. He did it to con-
tribute something to the research, probably with
much less reflection than if you had asked him or
her. (E)
They often said, “Can you read it to me?” . . . That
meant we always asked . . . I did, except 3 or 4
young patients . . . a very specific profile. Most of
them asked you to read it. (M)
The professionals realized that using the PDI was not
only about giving numbers or scoring answers—that
there was more to it than that. Although the inven-
tory did not require an explanation of the answers,
or any comments from the patients, the majority of
them opened up and shared their experiences with
the professional, displaying many emotions. This
perception was unanimous among the professionals,
who observed that the PDI unexpectedly became an
intervention, as can be seen more clearly in the fol-
lowing on the repercussions of the PDI:
We had all read the questions, the translation, the
back-translation. It’s not that we did not know
what we were going to ask. . . . I mean, I am a psy-
chologist. But we did not know the impact it would
have. (E)
The patient spoke out, and then we came to the end,
well, and then what do we write? . . . You had to
write a number. They had told you everything . . .
because in itself the questionnaire is an interven-
tion, but at the same time it needed a number. (P)
Instead of giving a number, patients expanded on
their experiences. In fact, the professionals consid-
ered offering patients doing the PDI the possibility
of receiving psychological counseling, feeling that
they were opening up so much that they might need
the dedication of a professional to bring closure to
some topics. To begin with, the idea was that it would
be an isolated intervention, but upon seeing how
many patients shared experiences, the professionals
thought it would be good to offer the possibility for
ongoing conversations, above all from the perspective




















































































































One patient opened up and said, “I think I need
emotional support,” and we had just met, and we
had said that if we saw patients, we would leave
the choice for psychological support open to them.
We could offer them help from the psychologist.
Then he said he did not need anything. (E)
When we came to the question about him having
outstanding issues, his wife was not there any-
more. That was when he started to cry. He opened
up and started to tell me a little about his experi-
ence. (M)
In general, the professionals felt that it was a pos-
itive experience but that it needed sufficient time.
Thus, they noted two challenges to administering
the tool: (1) applying it when there was insufficient
time on the part of the patient or the professional,
and (2) the doubt as to whether it would be beneficial
to use it with a patient who we knew, beforehand, to
be in the situation of having had a recent existential
crisis:
It’s a bit long. . . . In the clinical sense, I am not sure
about doing it as a matter of routine. But if I have
enough time, [. . .] it is an excuse to speak with the
patient about this at a given moment. (E)
Repercussion of the Application of the PDI
for the Patient, Family, Researcher, and
Other Professionals
Patients frequently expressed special gratitude for
being able to discuss sensitive topics. For the profes-
sionals, just applying the PDI influenced many pa-
tients, and they perceived that the PDI had a
therapeutic effect as it facilitated open discussion of
key aspects related to the patients’ illness:
The evolution is that, when you do it and you see
that it has an effect on the patient, and an effect
on the professionals, even on yourself, there are sit-
uations in which you feel uncomfortable or you do
not feel uncomfortable. (P)
The patient’s reaction was to cry and to say, “Thank
you, because you have made me express things
which I had never expressed before and more so,
to someone I didn’t know.” . . . The majority of the
patients were grateful for having been asked. (E)
Relatives expressed some reservations as regards the
proposal to do the PDI. The professionals explained
that some relatives, perhaps in an attempt to protect
their loved ones, answered on their behalf, despite
the patient wanting to answer and take part. Never-
theless, on other occasions, the roles were reversed,
and it was the patient who wanted to protect the fam-
ily member with their explanations:
The family snapped: “You’re not a burden.” . . .
“Calm down, he’s saying what he feels.” . . . At
that moment, the family couldn’t bear the patient
saying that. (E)
I think that the patient did not want the family to
suffer . . . Perhaps they had not talked about that
. . . Both of them started crying and said, “It’s just
that we have not cried together.” (E) (the others,
C and M, nod)
As regards the utility of the PDI, the researchers
felt that the tool allowed them to get to know the pa-
tient better and to get closer to them. The idea of the
viability of applying the PDI in day-to-day clinical
practice was also discussed. The professionals
thought that it was not necessary to use it on a habit-
ual basis. Different professionals, with different
training and backgrounds, saw different uses: as a
script for a clinical interview or to screen patients
for more specific therapies, such as those focusing
on dignity or meaning, among other aspects.
There was a variety of perceptions on the effect on
working with the PDI on the professionals them-
selves. Some said it was worthwhile discovering the
value of dedicating time to speaking with the patient
about possible sources of distress related to end-of-
life dignity:
I get the impression that E has been able to see that
it is worth being there and that M has discovered
that one can do things on one’s own . . . What are
needed are people who are willing, who want to
help, and who do not mind giving, offering them-
selves as a whole. (C) (E and M agree)
Realizing that a questionnaire can, at a given mo-
ment, help you, like a script, for being there. (P)
I may discover the patient’s strengths and weak-
nesses . . . to use them later as the best way of talk-
ing to the patient on a normal visit. (E)
Other colleagues—those outside the palliative
care team, involved in patient care (doctors,
nurses)—expressed initial misgivings, or a fear of us-
ing the PDI due to the possible repercussions it might
have for patients. In contrast, others mentioned their
faith in the professionals who were applying it, as
members of the palliative care team, and assumed
that the interview would help patients:
It is as if, whoever is attending the patient, and
then a palliative team or psychologist comes along


















































































































. . . some are more receptive than others . . . It pro-
duces the same degree of uncertainty about how
it will affect the patient. (P)
We spoke at length with the nurses . . . it was odd
because they saw it as an intervention . . . In the
day hospital, they saw the patient cry later . . .
they thought you were there to help. (E)
DISCUSSION
When applying the PDI, healthcare professionals
held the unanimous opinion that its administration
was useful, that it was beneficial for the patient
and may have even had a therapeutic effect. Thanks
to the application of the questionnaire, patients
shared aspects that went beyond the specific inven-
tory questions and spoke of important, poignant mat-
ters that affected them. This is in line with the claim
by the author of the PDI, who said that it may be a
medium by which patients reveal and discuss specific
issues causing them distress (Chochinov et al., 2012).
As other results have shown, the PDI gives rise to
conversations about aspects that in other circum-
stances might be difficult to bring up and evaluate.
The professionals also saw it as a tool with which to
help facilitate conversation, although at times,
when an elevated level of distress was apparent, it
might be appropriate to call for specific emotional
support. In the group studied, however, this was
not necessary, and emotional expression was man-
aged suitably with assertiveness and listening skills.
The idea that an evaluation tool might have a ther-
apeutic effect has been mentioned in connection
other tools, such as the ESAS or the examination of
the wish to die (Carvajal et al., 2011; Monforte-Royol
et al., 2011). It seems that some tools promote profes-
sional–patient communication, but it is worth con-
sidering whether the therapeutic effect is an
intrinsic quality of the PDI or whether it depends
on applying it with an open, empathetic attitude
(Carvajal et al., 2011). Our results suggest that the
PDI requires an authentic attitude of listening and
good communicative ability from the professional.
It would seem that tools that evaluate psychological
or existential aspects have a great therapeutic value
if they are administered by a person who wishes to es-
tablish bonds with the patient. In this sense, the
questions on the PDI have an inherent quality—exis-
tential and spiritual—and are, as it turns out, stimu-
lating in all cases. In any event, the lingering feeling
of the professionals who applied the PDI is that this
provides a useful guideline for tackling the existen-
tial aspects of care. In the future, based on our expe-
rience, we would consider that second ¼ person
application in a conversation is desirable in order to
obtain greater benefits.
With regard to the way in which the PDI is used,
we feel that in the Spanish context it is more appro-
priate to apply it in a conversational manner. Sugges-
tions have also been made that presenting the tool
should be done without overstating its transcendence
and that the term “dignity” is not absolutely neces-
sary to be used, although an introduction should be
made before application, as suggested by the author
(Chochinov et al., 2012). In this sense, although the
instrument is designed to evaluate the efficacy of dig-
nity therapy (DT), our results suggest that adminis-
tering the PDI is a kind of intervention in itself
whether DT is given, or not.
The patients’ relatives in our study expressed
some reservations regarding the proposal to com-
plete the PDI. The professionals explained that
some relatives and some patients interrupted the
conversation in trying to protect their loved ones.
However, an innovative protocol has been developed
to use the PDI as an intervention for couples, and
one of the main conclusions of this preliminary re-
search suggests that the intervention enhanced their
communication skills and potentially drew couples
closer together (Mowll et al., 2015). These changes
in the presentation and the process of administrating
the PDI to both patient and partner and then discuss-
ing it together could also have benefits for the partic-
ipants in our context, despite the initial fears of the
family. However, we consider that further studies
about this are necessary.
Our study confirms Chochinov’s proposals on the
use of this tool, not only in evaluating the degree of
distress, but also to look more closely into the rele-
vant aspects for each patient’s life, allowing the es-
tablishment of a relationship, along with varying
degrees of care (Chochinov et al., 2012). The consider-
ations gathered also suggest that it might be easy to
adapt this questionnaire to other contexts of ad-
vanced illness.
In another context, Di Lorenzo et al. (2017) per-
formed a validation study with the PDI among pa-
tients hospitalized in an acute psychiatric ward.
They reported that application of the PDI was appre-
ciated well by patients, probably because it was seen
as a sign of professional interest in their problems, a
consideration also noted in our study. Furthermore,
they observed that the PDI could be useful in improv-
ing the therapeutic relationship and increasing pa-
tient adherence to treatment (Di Lorenzo et al.,
2017).
One strong point of our study is that it transmits
the viewpoints of different professions and profes-
sionals with different degrees of clinical experience.



















































































































part of a single team is a limitation in terms of draw-
ing more definite implications.
In the future, in routine studies, it would be conve-
nient to establish how much time is needed to apply
the PDI as an intervention and whether there exists
a specific profile for the kind of patient who might
most benefit from its use. As in other studies related
to the PDI, patient experience was not considered
here, and this should also be an object of future lines
of research.
CONCLUSIONS
The PDI may have its own inherent therapeutic
value, and it is useful in practice for examining issues
related to dignity and meaning in life in the context of
advanced illness. There exists a need for studies to
look at its efficacy and discuss patients’ experiences
using an interview based on the PDI.
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